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Although the daily struggles of individuals with problem behavior and those who support them continue, advances have occurred in the ways behavior interventions are approached. Behavioral science now emphasizes a broadened approach to behavioral programming (Carr et al., 2002; Horner, Albin, & O'Neill, 1996) aimed at more than just focusing on the behavior and those events that immediately precede and follow the behavior (Alberto & Troutman, 2003) . Behavioral scientists have shifted from approaches targeting the individual and his or her behavior in isolation, to a more comprehensive approach. For example, positive behavioral support (PBS) is an applied science that uses educational and systems change methods (environmental redesign) to enhance quality of life and minimize problem behavior (Carr et al., 2002) . Among the most important issues for a technology of behavioral support is recognition that the standards for assessing "success" are changing. An effective behavioral support plan should integrate procedures for building access to activities, places, people, and events in addition t o modifying the patterns of specific desirable and undesirable behaviors (Hitzing, 1988 , Horner,1991 O'Brien, 1987) . According to Carr et al. (1999) , PBS ... " [must] … build prosocial behavior, document durable change, generalize across a full range of situations and individual encounter [s] , and produce access to a rich lifestyle" [italics added] (p. 4).
The importance of providing a sustainable quality of life for more individuals with problem behavior is critical. As Carr et al. (1999) suggest, the way in which success has been measured previously may fall short. of considering quality of life issues. Furthermore, the welldocumented continuing gap between research and practice (Carnine. 1997; Kaestle, 1993; Kaufman, Schiller, Birman, & Coutinho, 1993; Kornblet, 1997; Billups, 1997; Sydoriak & Fields, 1997; Morrissey, 1.997; Mitchell, 1997; Malouf & Schiller, 1995) creates difficulties in providing state-of-the-art interventions. In addition, the gap between research and practice in providing support to individuals with problem behavior lies in the relevance of the research as viewed from the perspectives of individuals with disabilities, their families, and other support persons. Research that is based on the perspectives of persons with more significant disabilities is scarce (Freedman & Fesko, 1996; Goode, 1986 Goode, , 1992 Olney, 2001; Ruef, 2001; Schubert; .
In an effort to help bridge the gap between research and knowledge utilization, this study used a participatory action research (PAR) approach, an approach now emphasized in PBS (Carr et al., 2002) . PAR emphasizes useful outcomes and collaboration between researchers and intended beneficiaries. One of the most basic elements of PAR is participation by the persons most affected by the phenomenon under study (Bruyere. 1993; Walker, 1993) . Constituent participation in every research phase increases the probability that problems are not only identified and solved, but also that solutions are useful and used by constituents (Bruyere, 1993; Meyer, Park, GrenotScheyer, Schwartz, & Harry, 1998; Markey, 2000; Santelli, Singer, DiVenere, Ginsberg, & Powers, 1998; Turnbull, Friesen, & Ramirez, 1998 : Whyte, Greenwood, & Lazes, 1991 . Using the PAR methodology, the researchers elicited discussion relating to the perspectives of 9 individuals with cognitive disabilities and/or autism and problem behavior with respect to both the quality of their lifestyles and their problem behavior. This article, which describes a component of a larger research project (Ruef, Turnbull, Turnbull, & Poston, 1999; Ruef & Turnbull, 2001) , explored the perspectives of individuals with cognitive disabilities and/or autism, regarding the following research questions: (a) What do you believe are some of the conditions/ harriers that caused the behavioral challenges you have experienced? (b) What do you believe it would take to find solutions to the behavioral challenges you and other persons with cognitive disabilities and/or autism face? (c) What kinds of useful informational products do you believe would be most helpful in building positive, practical solutions to behavioral challenges? METHOD Face-to-face focus groups were the source for data collection. Focus groups were chosen as a method because (a) they provide opportunities for participants to identify and describe issues important to them, and (b) they attempt to create a secure and nonthreatening environment conducive to meaningful interaction, which is especially important for groups such as individuals with disabilities and their families and friends, who his torically have had a limited amount of power and influence (Brotherson, 1994; Krueger, 1994; Marshall & Rossman, 1995; Maxwell, 1996; Morgan & Krueger, 1993; Silverman, 1992; Stewart & Shamdasani, 1990 ). In addition, individual follow-up interviews were conducted with two participants.
Participants
The nine focus group participants represented two subgroups: individuals with cognitive disabilities and individuals with autism. In one group, the 5 participants were diagnosed as having cognitive disabilities; the 4 individuals in the second group were diagnosed with autism. Although 2 of these 4 individuals in the second group had difficulties engaging in expressive verbal conversation, none had a clear diagnosis of cognitive disabilities. All, however, received either support services, or funds with which to purchase such services, from state agencies providing services to persons with cognitive disabilities or developmental disabilities. Face-to-face focus groups were conducted with each of the subgroups. Participants represented urban and rural areas of five states, and ranged in age from 24 to 45 years. Six of the 9 individuals were men, and 3 were women. One was African American, and 8 were Caucasian. All of the participants in the focus group comprising individuals with cognitive disabilities lived in houses or apartments operated by a local adult agency. The level of support each of these participants required varied from 2:3 (i.e., 2 staff persons to 3 individuals with disabilities) to 2:5 (i.e., 2 staff persons to 5 individuals with disabilities) (Table 1) . For 3 of these participants, no staff person was present from 11 p.m. until 6 a.m., although the outside doors were locked and an alarm Answered in sentences; minimal verbal prompts required was set. Of the 4 participants in the focus group comprising individuals with autism, 7 lived independently, l lived semi-independently, and 2 required more support. The semi-independent participant. for example, lived with his mother and was dependent on her for meals, laundry, and budgeting. He was, however, employed (without a job coach), licensed to drive a car, and able to access public transportation independently. The two participants r equiring more support were described by their support persons as "emerging into independence," a categorization that described the expectations they held. Although both preferred to communicate through a trusted support person (i.e., focus group questions were repeated by the support persons to the participants and/or responses were communicated by the participants to the group or quietly to the support providers, who relayed them to the group), 1 participant owned a small computer graphics/design business and the other traveled widely, making frequent speaking appearances at disability conferences. Focus group size was purposefully kept small to accommodate the communication needs of persons with disabilities. Participants were also required to meet two screening criteria: (a) be a minimum of 13 years old, and (b) have engaged in problem behavior in the last 12-18 months. Problem behavior was defined as any serious episode of the type that required direct intervention such as physical restraint to prevent serious damage to self, others, or property. Examples included (a) selfinjurious behavior--hurting oneself by banging, hitting, biting, or ingesting foreign, nonedible substances: (h) physical aggressiveness--hurting others by hitting, choking, pulling hair, or biting; and (c) property destruction--destroying furniture, clothes, or objects.
Participants were recruited in two ways. For the first group, comprising individuals with cognitive disabilities and problem behavior, researchers contacted the board of directors (behavioral scientists at a local university) of a local adult service agency, explained the study's purpose and requested help in accessing participants. After approving the study, the board created a pool of appropriate participants (i.e., those that met the screening criteria) and arranged for the researchers to explain the study to the agency's human subjects committee and to the guardians of identified potential participants. From the group of 12 that submitted consent forms, researchers and agency board members used purposive sampling: (that is, the selection of a reduced number of respondents who represented diverse characteristics of the target group to select the 5 participants (Bogdan & Biklen. 1982 : Lincoln & Guba, 1995 . Diversity included (a) living situation, (b) gender, and (c) age. Researchers recruited members for the second focus group, comprising persons diagnosed with autism and problem behavior, with the assistance of The National Committee on Autism. Because this focus group was held during the annual conference of The National Committee on Autism, this group was composed of both local registrants (from the greater Washington, DC area) as well as registrants traveling to the conference from different urban and suburban areas of the country. Researchers received permission from conference organizers to include a flyer in the conference registration packets advertising the study and requesting focus group participants. At the opening session, the conference chairperson announced the focus group, introduced the researchers, and directed interested conference attendees to register with researchers seated in the rear of the room. At the end of the opening session and during the first day of the conference, researchers met individually with interested attendees (i.e., persons with autism and/or persons with autism and their support persons) to further explain the purpose of the study and to determine if the interested attendee met the screening criteria. From this pool of 10 attendees researchers again used purposive sampling and chose 4 participants who met the screening criteria and were diverse in the following respects: (a) living situation, (h) gender, (c) age, and (d) geographical residence. Participants were offered the option of attending the focus group alone or attending with a support person they knew and trusted. Two support persons attended each focus group (Table  1) . In addition to supporting the morale of the persons with disabilities they accompanied, support persons also were able to clarify vocalizations often spoken softly to support providers that were not otherwise readily understandable.
Data Collection
Researchers involved in the data collection process established rapport with participants before the focus groups began. For participants in the focus group comprising individuals with cognitive disabilities, the primary researcher met all participants individually at their homes and (a) spent 30-60 min getting to know the individuals (Malik, Ashton-Schaeffer, & Kleiber, 1991; Taylor, Bogdan, & Lutfiyya, 1995; Taylor & Bogdan, 1998) , and (b) explained the purpose of the study. In the focus group with individuals with autism, researchers accomplished the same tasks through 10-min individual meetings and a 20-min group introductory "get-to-know-you" period that immediately preceded the focus group.
The two, 90-min focus groups conducted over a 5-month period were completed by a team of two researchers and one doctoral student. One researcher served as f ocus group moderator, and the other researcher and doctoral student served in support roles. Moderators for both focus groups were researchers and family members of individuals with significant disabilities. As such, they were experienced in interacting with individuals with communication difficulties (e.g., they spoke clearly and simply, allowed participants sufficient time to respond, and attended to participants' body language). The doctoral student was present at participants using methods described in the literature (Biklen & Mosely, 1988; Dattilo, Hoge, & Malley, 1996; Dent, 1986; Finlay & Lyons, 2002; Malik et al., 1991; Perlman, Ericson, Esses, & Issacs, 1994) . Researchers, for example, used a combination of open-ended and closeended questions, kept sentences simple, and asked for examples as often as possible as a way of checking for participants' understanding of the question. Although the research questions and the interview protocol were used as a general guide, participants were encouraged to address issues and concerns most important to them. The overarching purpose of the study was for participants to discuss their priority interests regarding their lives and problem behavior, rather than to simply follow the researchers' questioning guide in a lockstep manner (Taylor & Bogdan, '1998) . After the first focus group was completed, the three-person research team met on a regular basis to discuss emerging themes, which were later used, when appropriate, as general probes. All focus groups were tape recorded and transcribed. Whenever possible, followup interviews were conducted to clarify statements made or to elicit more detail.
Data Analysis Researchers used a transcript-based, constant comparative method of data analysis for this study (Glaser & Strauss, 1967; Krueger, t994; Miles & Huberman, 1994) . This involved reviewing all field notes that included discussion points initiated or emphasized by participants, cogent quotes considered potentially illustrative of each focus group to operate an audiocassette recorder, keep track of time, and, along with the second researcher, take accompanying notes. To provide consistency for this study and for the larger research project of which this study was a part, the principal researcher moderated or acted as support researcher at both focus groups in this study and at all 12 focus groups of which this study was a part. In addition, researchers encouraged the participants to feel "at home" by enabling them to attend with support providers if they chose to, providing food and drink (orders were taken as the focus groups commenced), spending adequate time with introductions, and remaining sensitive to participant body language throughout the focus groups. Participants were oriented regarding restrooms and areas to smoke, and were encouraged to move about freely. In the focus group comprising individuals with cognitive disabilities, participants chose the location of the focus group. The focus group comprising individuals with autism was held in the conference hotel.
The interview guide (Table 2 ) grew directly from the research questions and set the general direction for the focus group discussion. In addition, a series of probes or sub-questions were generated to take into account the unique contributions that participants of this stakeholder group could make. The sub-questions were submitted to the study's advisory group as well as to the directors of the adult service agency from which participants for one of the focus groups were drawn. The questions took into account the cognitive abilities of the days when you're tired, days when things don't work out like you thought, days when you end up getting mad and shouting at someone, pushing someone, throwing something, refusing to do something.) C. Remember a day that wasn't so good. Remember a day when things didn't go right and you ended up getting a little upset. Has anyone here had a day like that'? Would anyone be willing to say something about one of their poor days'? Please describe that day or time. IV. Problem behavior (research questions I and 2)
A. Facilitator gives examples of problem behavior (e.g., aggression to self, aggression to others, property destruction, pica.) Has anyone had a behavior like these'? Please describe. B. Do you feel comfortable talking a little bit about a day on which such a behavior occurred? Can you remember a situation in which you were out of control, very angry or upset? Please describe. V. How you learn (research question 3)
A. What is one skill that you have learned and that you are proud of? Please describe. B. What is one activity in your life that you have learned to be in charge of? Please describe. C. How do you learn best? Please describe. D. Have you learned to be responsible for your behavior? Please describe.
emerging themes, and important observations such as silent agreement or indications of group mood. It also involved reviewing summaries of debriefing sessions, and transcripts from each focus group. The principal researcher and a designated second researcher first read and a nalyzed data separately, then met to discuss discrepancies and to reach consensus. This analysis was purposefully systematic and involved established techniques including (a) organization and reduction of raw data, (b) generation of categories and codes, and (c) interpretation of patterns and themes (Knodel, 1993; Krueger, 1994; Miles & Huberman, 1994; Merriam, 1998; Seidman, 1991; Stewart & Shamdasani, 1990 (Seidel, Friese, & Leonard, 1995) . Researchers ensured the soundness of the research methodology by following procedures outlined by Lincoln and Guba (1985) as well as others (Brotherson & Goldstein, 1992; Creswell,1994; Denzin, 1978; Marshall & Rossman,1995; Maxwell, 1996; Miles & Huberman, 1994; Patton, 1990) . Principal among these procedures were (a) triangulation, (h) peer debriefing, (c) negative case analysis, (d) member checking. and (e) conducting a formative confirmatory analysis.
Triangulation in this study involved the use of multiple and different sources, methods, and investigators. In collecting data from 9 purposefully chosen participants, researchers hoped they would provide contextual validation. In addition, researchers used both focus groups and individual interviews as well as multiple investigators as ways of ensuring credibility. Although the lead researcher was present at both focus groups and interviews and provided consistency across the study, the second researcher and doctoral student, by checking the data analysis procedures. added to the probability that the data were accurate and that the findings would be found credible.
Peer debriefing took place immediately after each focus group among the three-member research team. During these sessions the research team discussed key issues or themes that emerged, any significant changes in the questioning process, disagreements or varying opinions about an issue, unexpected findings, overall mood, and usefulness of the focus group guide and questions. In addition, researchers met systematically with outside peer reviewers (university researchers with recent peer reviewed publications using qualitative methodology), who read portions of the transcripts to provide credibility and transferability of interpretations. Finally, peer review was provided by a qualitative research group that met regularly at the center where the study was conducted. The primary purposes of this group were to offer feedback on research methods proposed for individual studies and to establish centerwide research procedures considered critical in ensuring sound research methods.
The two principal researchers conducted negative case analyses by separately examining all uncoded chunks of data that did not fit any coding category. Each of the two researchers was satisfied that all negative cases (15% of total data) were not examples that would cause the coding rules to be broadened. Rather, these cases represented chunks of data that were lacking interpretable content, were moderator comments, or were participation prompts or probes.
Member checks were conducted at the conclusion of each focus group by summarizing the key questions and major ideas that emerged from the discussion and by asking participants if the summary was adequate, and/ or if any important issues had been missed.
Researchers conducted a formative confirmatory analysis by constructing and organizing a labeled paper trail of relevant materials as a method for ensuring soundness. These materials included notated transcripts, a decision diary documenting when and why decisions were made, and final results. An outside researcher with recognized expertise using qualitative inquiry reviewed the paper trail at each of the three phases of data analysis (i.e., organization and reduction of raw data, generation of codes and categories, and interpretation of themes) and confirmed the overall soundness of the research process. Suggestions made and incorporated included increasing the context (i.e., the number of lines) for particular coded data chunks, double-coding particular data chunks at the data organization and reduction phase, and increasing the amount of detail at the interpretation phase.
The findings identify the major themes that emerged within and across both focus group discussions and individual interviews. FINDINGS Findings from this study will be discussed according to the three research questions: (a) conditions/barriers, (b) solutions, and (c) informational strategies. Table 2 for questioning guidelines.)
Communication Difficulties
Participants described having difficulties communicating appropriately in a variety of situations. Some participants tied their difficulties in communicating appropriately to frustrations and problem behaviors. For example:
Moderator: Can you describe a time to us when you just had a particularly hard time, where things weren't going well for you? Where it seemed like you just were getting in trouble or having problems getting along?
Participant 1: Like getting upset when some of my people talk angry at me ... which was like when I deliver mail, I have a hard time finding the buildings and room numbers, and I was trying to ask somebody where the room number was, which was a person I was looking for, and they were busy on the phone and they couldn't talk, so I got real upset and yelled at them. So one of my co-workers came out there and talked to the police and to [the company administrator].
Participant 2: You know what they're saying now, that behavior is communication. I really believe that now, because I was doing stuff like that [behavior of pulling one's own hair and eating it] when my mother was remarried ... I hated my stepfather.
Other participants were less clear in linking their language abilities to problem behavior. Instead, they described or demonstrated ways in which they had learned to cope with auditory stimulation and other sensitivities. One participant, for example, listened to opera via headphones and portable compact disk player during the focus group as a method of filtering out the unwanted background sounds of focus group participants talking. Another participant who experienced difficulty in processing auditory information during the focus group asked through her support person that the conversation be slowed down so she would be able to follow. Still another participant, distracted during the focus group by disturbing remembrances of abuse that occurred a number of years earlier, asked to vocalize her distraction. After her support provider provided background information on the persistence of these remembrances and of how vocalizing them would allow her to continue in the focus group, he asked permission of the group for her to share her distraction: Participant: That's right. Had to say.
Environmental Dislikes
Participants described strong dislikes of certain environmental conditions. Although some participants mentioned being disturbed by the lightning and thunder associated with severe weather, others described in detail how the nature of their living arrangement impacted their quality of life. Those not living independently described both their current and past living situations, and the extent to which these situations placed limits on their personal freedom and privacy.
Personal freedom
Limitations placed on personal freedoms seemed to vary based on the restrictiveness of the living situation. At the time the focus groups were conducted, participants lived either with their parents, independently, or in apartment-based assisted-living situations (see Table  1 ). Although participants did not complain about their current living arrangements, they did describe limitations on their freedom that seemed to be caused by changes or delays in their schedules involving preferred activities and by living with roommates and staff, not chosen, but assigned. One participant who lived in an assisted-living apartment with two other men described not being able to leave his apartment in the morning until the staff arrived to shut off the alarm: Participant: We can't do it [turn off the alarm]. We'll get in trouble.
Moderator: Maybe you could learn to turn the alarm off yourself.. Participant: I don't know how to read.... I can't go out of the apartment; we get in trouble.
Other participants described being bothered by other circumstances in their apartment living situations. One participant, for example, described the radio being played too loud. A second participant described his dislike for the telephone that he said rang constantly. A third participant described how he needed to go to his room to escape his housemate talking, and a fourth participant described how he disliked taking orders: Only I of 12 participants was able to drive. Many of the other participants described limitations on being able to travel either locally or out of town. Although participants did not equate not being able to travel when and where they liked with friendship development, one participant did describe not being able to see his cousins (who live 30 min away) as often as he would like. Another participant described little contact with his sisters and mother who lived in the same town. A third participant described wanting to travel to a resort city, a 3-to 4-hr drive: Several participants had previously lived in institutions. In contrast to their descriptions of the mild annoyances endured in their current community living situations, participants were extremely critical of limitations placed on their freedom in institutions:
Participant: I didn't like livin' there because, I had, I didn't have my own freedom. I didn't have my own, my own place to live. I was, I had to be around other people, and I don't like to be around other people.
Moderator: OK. Participant: And then they wouldn't let me have a job. They wouldn't let the go out and work. They wouldn't let me do things on my own.
Moderator Moderator: So when you were living in those places, you didn't get too much of a chance?
Participant: No, I didn't, I didn't get [pause] no freedom. They wouldn't, they wouldn't, they wouldn't even leave me alone. They wouldn't let me read, they wouldn't let me do anything. And that kind of made me mad.... I don't like it when people like say that I can't do what I want to do. I say, "Hey! Don't tell me what to do. You ain't my mother. I'm a grown man." Another less verbal participant described an institution's isolation booth where he had been placed as being "all dark." He further described it by pointing to a closet and to the peephole in the outside hotel door.
Privacy
As with personal freedom, participants described how privacy is important for them. One participant had a sign, "No Entry," on his bedroom door. Another participant described how he liked to go to his bedroom when he was upset. Participants also described how their privacy was limited when they lived in institutions, and how they continue to be upset when their privacy is violated:
Moderator 
Programs
Participants were critical of particular programs. As previously discussed, participants had nothing positive to say about their lives in institutions. One participant also questioned portions of his current community program. He described how staffing his apartment did not meet his individual needs: 
Quality of Life
Although all solutions suggested by participants ultimately relate to quality of life, for purposes of this discussion, quality of life includes the following areas: (a) employment, (b) living situations, (c) recreation and leisure preferences, (d) relationships, and (e) self-help.
Employment
All participants talked about the importance of working. Eight participants had jobs, and 7 of the 8 worked in community settings. Participant 9 was looking forward to beginning a job in the near future. That work seemed to play an important role in participants' lives was evidenced by the number of statements made regarding work, some of which were completely unprompted. For example, several participants chose their work as the answer to the introductory question, "Introduce yourself by telling us one thing about yourself that you would like us to know." One participant described his work as "stupendous," and went into a significant amount of detail in explaining all of the different machines he was qualified to run at the recycling center where lie worked.
Work seemed to play an important role in participants' lives for at least two reasons: pay and recognition. Participants described not only that they worked, but also that they got paid. In addition, several participants knew when they got paid: Other participants described enjoying their bedrooms in various ways. One participant listened to mu sic and entertained friends in her bedroom, another rode his exercise bike in his room, while a third enjoyed his room for undisturbed time alone from his housemates. Although it is unclear if participants would have chosen to live alone, limitations placed on personal freedom by housemates assigned, not chosen, were clearly a source of irritation among participants.
Recreation and leisure preferences
Participants described a large variety of preferred activities that they enjoyed on a regular basis. These ranged from watching westerns on television and stepping outside the apartment for a cigarette to going line dancing at a local country and western dance hall. Although one participant described wanting to go on vacation to a resort and not yet being given the permis sion to do so, another participant described flying to New York state to attend the wedding of a friend and former support person.
Participants valued being in charge, not only of recreation and leisure activities, but also of day-to-day routines that might also be classified as leisure activities. In describing what he did the first thing every morning, one participant described getting his own coffee:
Moderator: Do you know what you're going to do when you wake up in the morning?
Participant: Going to get me coffee. Moderator: You do that on your own? Participant: Yep.
Relationships
Participants described the importance of relationships with three groups of people: (a) family, (h) support persons, and (c) other persons with disabilities.
Family. Whether participants still lived with family members or not, those who contributed comments on this theme recounted family relationships as being important. One participant who still lived with his mother described how she helped him with strategies he could use when lie became upset. Another participant described wanting more contact with his cousins and how he missed his deceased parents: Support persons. Relationships with support persons were valued by participants. They described various outings with support persons including trips to local convenience stores and the movies. One participant explained that it was important for him to have good friends to whom he could go for support, while another participant described the importance of having others believe in her abilities: Persons with disabilities. Participants described various activities with friends, which included watching movies, listening to music, talking on the phone, and just "hanging out." Two participants described relationships as having reached a deeper level. One participant described an outing with a friend as a "date." Another participant described having an out-oftown girlfriend that lie loved: Although the reason one participant became irritated by his housemates and another developed a trusting relationship is not clear, it may be that the restrictiveness of the living situation or severity of problem behavior played a role. The participant that described being irritated by his housemates lived in a group home with 24-hr support (2 staff persons to 3 individuals with disabilities [see Table 1 ]) specifically designed for individuals with severe problem behavior, whereas the man who described his trusting relationship lived in a group home where less support was needed (2 staff persons to 5 individuals with disabilities).
Self-help
A last factor that added to participants' increased quality of life was the ability to help oneself. All participants commented on how having jobs and earning money was important to them. One particularly articulate participant described her positive orientation to self-improvement:
Moderator: What do you think is helping you get better?
Participant: Just thinking I can get better, I can improve, I can use my brain to manage my brain. We don't tap into half of our brain's potential, and there's a lot there that's being unused. And if I think of that, I feel as though I can keep continually growing and changing all the time.
Another participant described a positive sense of self-awareness and willingness to work to better himself:
Participant: And I've got real good by being polite to everybody. I know it's kind of hard to do sometimes. 'Cause I know I have a hard time being polite, but I'm tryin', tryin' my best to be polite to everybody.
Moderator: Are you feeling pretty good about yourself'?
Participant: Yeah, I am. I feel real good that I have a job (pause) that I can stand on my own two feet, that I don't need, I don't need nobody to ...
[pause] ... I know I don't always need somebody to do things for me all the time. I can do things for myself, like I asked for the keys to my own workshop, and they [his bosses at large retail chain store] said they're goin' to get me some keys.
There is a suggestion, at least, that the ability to feel good about oneself and help oneself is linked to other factors described in this section, that is, employment, living situations, recreation and leisure, and relationships. Of the 2 participants who specifically commented on helping themselves, both were very satisfied with one or more of these factors, and seemed to be satisfied with themselves.
Other Environmental Supports
In addition to the more comprehensive quality of life improvements discussed above, participants also described time-limited environmental adaptations that helped them relax. These included therapies and other calming activities. Participants discussed the usefulness of several therapies including sensory integration, and brushing and compression therapies. Other activities described as calming included having a cigarette, working on cars, going to one's own bedroom, and listening to music. One participant found relaxation tapes helpful in allowing her to sleep at night.
Teaching and Learning
Participants also described teaching and learning as imp ortant in effecting solutions. One participant described effective teaching as beginning with an ability to listen:
Moderator: What does it take to really put together support for someone?
Participant: It really takes a lot of listening and understanding what the person really needs, what accommodations that person really needs, and how that person can best be helped. This ability to listen and understand was described by a second participant. It was important for him that his support person was able to "read" his nonverbal gestures, know when he was mad, and initiate deescalating strategies. A third participant described respect as the critical ingredient in teaching:
Participant: And he (a teacher) doesn't go around and tell me what ... [pause] ... I can do this, I can't do that. He just like, asks me very politely.
Moderator: OK. Participant: And me and him both work together.
Participants described learning a variety of skills from parents or support persons with whom they had established rapport. O ne participant had learned to communicate more effectively using facilitated commu nication; another used the computer to communicate and create freelance products such as invitations and announcements, and a third participant learned to accept criticism gracefully.
Outside Support
The two additional areas of flexible funding and research were each mentioned once as additional factors that aided in producing solutions.
Flexible funding
One participant who had achieved perhaps the most dramatic reductions in problem behavior and increases in quality of life described flexible funding as critical in her empowerment. In discussing the area of products and dissemination, individuals with disabilities commented in two areas: (a) information formats and (b) information sources.
Information Formats
Although 1 participant was able to read and suggested reading to gather information, all other format suggestions were oral. One participant described learning about money by playing money bingo. Other participants described learning appropriate social, vocational, and recreational skills by role-playing and modeling: 
Information Sources
Although participants had limited comments on information sources, it appeared that they received information from those persons they knew and trusted. Participants who no longer lived at home talked a lot about various persons who provided them with support as helping them learn various social, vocational, and recreational skills. A staff person helped 1 participant with unclear verbal skills remember that university researchers had helped him learn not to become upset when persons could not understand what he said. Participants who still lived at home suggested their parents as information sources. A participant. with autism recommended physicians and psychologists as sources for information on autism.
DISCUSSION
The primary purpose of this research was to give voice to 9 participants representing individuals with cognitive disabilities and/or autism in an attempt to better understand their experiences and perceptions of current experiences, solutions, and informational resources that could be helpful in increasing quality of life and further understanding behavioral challenges in people with disabilities. Although care was taken in selecting a nationwide group of participants who met specific screening criteria, these participants may, in fact, not have accurately represented individuals with cognitive disabilities and/or autism. Participants with autism attending a national convention, for example, may not be representative of persons with autism as a whole. This may have resulted in important themes not emerging. Second, although the researchers purposefully collected only enough behavioral information to justify including participants in the study, more specific information on the level or amount of problem behavior, both past and current, may have added to the clarity of the study. Third, although care was taken to ensure the trustworthiness of this study (i.e., the data were read and analyzed separately by two researchers and their findings were later confirmed by a third researcher not involved in the study), it is possible that researcher bias may have influenced the identified findings. For example, all researchers involved in the study were family members of persons with disabilities. Although researchers' family members were not involved in this study, researchers' orientation as family members may have influenced the emergent themes. Last, it cannot be concluded that the factors described by the focus group participants were the factors that actually contributed to the problem behavior. Questions were not asked in such a way as to make this type of association. Similarly, we do not know if a similar group of' participants experiencing similar obstacles to a more selfdetermined lifestyle would necessarily also display problem behaviors.
Key Themes and Recommendations
Given the descriptive nature of this study and the limited number of participants, we were cautious not to draw definitive conclusions. However, two key themes emerged from our analyses.
Quality of Life and Problem Behavior
Further study of the relationship between comprehensive lifestyle change with a view to improving quality of life and problem behavior of individuals with disabilities emerged as being worthy of further exploration. Quality of life is defined from the subjective standpoint of the individual (Brown, .1996; Felce, 1997 : Gardner & Nudler, 1999 Renwick, Brown, & Nagler, 1996; Schalock, 1996 Schalock, , 1997 Schalock, , 2000 Turnbull, BlueBanning, Turbiville, & Park, 1999) and reflects outcomes for people rather than compliance with program process (Gardner & Nudler, 1999 . Individuals with problem behavior and cognitive dis abilities and/or autism living in agency settings described how quality of life improvements were rarely individualized or reflective of outcomes they had chosen. Their lives seemed to be missing individualized personal outcome measures grounded in the principle of informed decision making. The emerging themes stressed the importance of (a) individuals with disabilities defining their own outcomes, (b) individuals with disabilities experiencing a range of options from which to make choices, or (c) organizations facilitating outcomes identified by individuals (Gardner & Nudler, 1999) . For example, participants discussed the frustrations of not being able to self-select apartments, housemates, and vacations. In this regard, 5 participants shared apartments with 2 or more housemates who were experiencing problem behavior. Participants also discussed their desire for increased social and friendship connections. Although individuals with disabilities living in agency-run group homes and apartments described improvements in various quality of life domains (in contrast to their earlier experiences in state institutions), the message they conveyed was that they wanted more control in determining their own quality of life outcomes. Indeed, individuals with problem behavior and cognitive disabilities and/or autism did not view themselves so much as behavior problems as they did individuals whose lives were missing these key critical elements that comprise individualized, comprehensive lifestyle support. The statements from this particular group of participants appeared to confirm their problem behavior as emerging from a background of exclusion, lack of personal control, and limited lifestyles.
If we agree with Carr et al. (2002) that, "the sine qua non of PBS is its focus on assisting individuals to achieve comprehensive lifestyle change with a view to improving quality of life not only for persons with disabilities but also for those who support them." (p. 6), and that, "the reduction of challenging behavior per se is viewed as an important secondary goal that is of value principally because of its facilitative effect on producing meaningful lifestyle and cultural changes that are stable and enduring." (p.7), then it follows that the literature base documenting this new primary measure of outcome success (Hitzing, 1988; Horner, 1991; O'Brien, 1987) should be expanded. Emphasis needs to be placed on improvements in family life, employment, expanded social relationships, community inclusion, supported living, and personal satisfaction. Additional research that documents the effect of a coordinated, comprehensive effort to provide preference-based lifestyle support is necessary. By continuing to target individuals with disabilities, and their families and friends who have succeeded in creating such comprehensive support, much can be learned about practical, positive solutions.
Giving Voice to Persons with Disabilities
What became very clear in the process of conducting the two focus groups was that participants were passionate in talking about their lives and had much to say about how their lives could be improved. Participants described a quality life as including (a) employment that paid them a salary: (b) living situations that respected their right to privacy; (c) personal freedom and preferences; (d) the opportunity to learn skills requiring more responsibility, such as setting the house security alarm or operating new machines at work; (e) relationships with family, support persons, or other persons with disabilities; and (f) the resources necessary to make these things happen. The participants also recognized their need for support, and recommended that support be individualized and that they be given more direct control of support resources. Their statements suggested how infrequently their input regarding what they valued and considered important was either solicited or acted upon. A collaborative approach to supporting persons with disabilities and problem behavior must be founded on the fact that they are people first and have disabilities second. Although the basic needs of the participants in this study (e.g., food, clothing, shelter) were more than adequately met, many of their quality of life needs and unique needs as persons were unmet.
Consistent with the PBS approach (Carr et al., 2002) , persons with disabilities, together with other relevant stakeholders (e.g., parents, siblings, neighbors, teachers, job coaches, friends, roommates, and other persons with disabilities), should play active roles in reciprocal research processes whenever possible. Persons with dis abilities should be given a voice in determining (a) whether suggested intervention approaches are relevant for the challenging situations that need to be addressed, and (b) whether the defined outcomes are likely to improve their quality of life. In this regard, increased emphasis should be placed on assessment practices such as focus groups or individual assessments to be able to further delineate personalized quality of life variables. If this study is any indicator, there is a clear suggestion that persons with disabilities are dis satisfied with their role as passive recipients and want more active involvement in and control over the intervention a nd support processes that involve them. Indeed, there was much wisdom in the words spoken during the course of these focus groups. We would be wise to heed the words of the young woman with autism who said, "I think we just have to learn to grow and change all of our lives ... to keep growing and to keep changing, learning and adapting ..."
